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Abstract

Background: When capturing patient-level outcomes in palliative care, it is essential to identify which
outcome domains are most important and focus efforts to capture these, in order to improve quality of care
and minimise collection burden.
Aim: To determine which domains of palliative care are most important for measurement of outcomes, and
the optimal time period over which these should be measured.
Design: An international expert consensus workshop using nominal group technique. Data were analysed
descriptively, and weighted according to ranking (1-5, lowest to highest priority) of domains. Participants'
rationales for their choices were analysed thematically.
Setting/participants: In all, 33 clinicians and researchers working globally in palliative care outcome
measurement participated. Two groups (n = 16; n = 17) answered one question each (either on domains or
optimal timing). This workshop was conducted at the 9th World Research Congress of the European
Association for Palliative Care in 2016.
Results: Participants' years of experience in palliative care and in outcome measurement ranged from 10.9 to
14.7 years and 5.8 to 6.4 years, respectively. The mean scores (weighted by rank) for the top-ranked domains
were 'overall wellbeing/quality of life' (2.75), 'pain' (2.06), and 'information needs/preferences' (2.06),
respectively. The palliative measure 'Phase of Illness' was recommended as the preferred measure of time
period over which the domains were measured.
Conclusion: The domains of 'overall wellbeing/quality of life', 'pain', and 'information needs/preferences' are
recommended for regular measurement, assessed using 'Phase of Illness'. International adoption of these
recommendations will help standardise approaches to improving the quality of palliative care.
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Abstract
Background: When capturing patient-level outcomes in palliative care, it is essential to identify which outcome domains are most
important and focus efforts to capture these, in order to improve quality of care and minimise collection burden.
Aim: To determine which domains of palliative care are most important for measurement of outcomes, and the optimal time period
over which these should be measured.
Design: An international expert consensus workshop using nominal group technique. Data were analysed descriptively, and weighted
according to ranking (1–5, lowest to highest priority) of domains. Participants’ rationales for their choices were analysed thematically.
Setting/participants: In all, 33 clinicians and researchers working globally in palliative care outcome measurement participated. Two
groups (n = 16; n = 17) answered one question each (either on domains or optimal timing). This workshop was conducted at the 9th
World Research Congress of the European Association for Palliative Care in 2016.
Results: Participants’ years of experience in palliative care and in outcome measurement ranged from 10.9 to 14.7 years and 5.8 to
6.4 years, respectively. The mean scores (weighted by rank) for the top-ranked domains were ‘overall wellbeing/quality of life’ (2.75),
‘pain’ (2.06), and ‘information needs/preferences’ (2.06), respectively. The palliative measure ‘Phase of Illness’ was recommended as
the preferred measure of time period over which the domains were measured.
Conclusion: The domains of ‘overall wellbeing/quality of life’, ‘pain’, and ‘information needs/preferences’ are recommended for
regular measurement, assessed using ‘Phase of Illness’. International adoption of these recommendations will help standardise
approaches to improving the quality of palliative care.
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What is already known about the topic?
•• Measures of outcomes can help determine the difference that palliative care interventions can make. However, they are
challenging to capture due to the deteriorating health of patients receiving palliative care.
•• The outcomes important to patients cover a range of person-centred domains that can be hard to quantify (e.g. social
and cultural), and no consensus on the most important domains has been reached.
•• A more uniform approach to outcome measures is needed to improve the quality of care across palliative care services.
It is necessary to identify which domains are most important in capturing patient-level outcomes, while minimising the
burden of collection for patients and staff.
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What this paper adds?
•• This paper provides insight into the outcome-based domains that palliative care clinicians and researchers recommend
for regular measurement.
•• ‘Overall wellbeing/quality of life’, ‘pain’, and ‘information needs and preferences’ are recommended for regular measurement, with ‘Phase of Illness’ proposed as most useful to measure the time period.
•• Collated overview of important outcome-domains from the experts’ point of view.
Implications for practice, theory or policy
•• International adoption of these recommendations will help standardise approaches to improving the quality of palliative care.
•• The key domains to measure are ‘overall wellbeing/quality of life’, ‘pain’, and ‘information needs/preferences’. Each
domain needs to be measured over each palliative ‘Phase of Illness’ to allow for national and international
comparability.
•• It is important to provide training at all levels to ensure reliable application of palliative ‘Phase of Illness’.

Background
Measuring how a person with advanced illness is affected
by symptoms over time (i.e. at more than one time point)
can demonstrate the difference that palliative care interventions make,1 especially when contrasted with change
over time without the intervention. Donabedian2 defined
an outcome as a ‘change in current or future health status
attributable to a preceding healthcare intervention’. A
change in health status in the palliative care population is,
for instance, an improvement or a worsening of a symptom (e.g., pain or breathlessness).3 Outcomes in palliative
care are not easy to capture, as patients living with
advanced illness and receiving palliative care are steadily
declining in health, often too ill to self-report outcomes,
and the outcomes most important to them cover a range
of person-centred domains. This requires interpretation
of the extent a person is ‘concerned by’ a symptom or
issue, which may be hard to quantify, particularly for individuals no longer able to self-report.4,5
The recent white paper on outcome measures produced
by the European Association for Palliative Care (EAPC) taskforce recommends adoption and implementation of uniform outcome measures to improve the quality of care
across palliative care services.4,6–8 In the Outcomes
Assessment and Complexity Collaborative (OACC), we have
successfully developed and implemented a core set of outcome measures for palliative care in the United Kingdom.
The project (conducted in collaboration with Hospice UK
and the Collaboration for Leadership in Applied Health
Research and Care South London (CLAHRC)) enabled implementation of standardised person-level outcomes collected
at point of care,9 both in core OACC sites and the extended
OACC network (200 + providers across the United
Kingdom). A similar, but more established initiative is the
Palliative Care Outcome Collaboration (PCOC) in Australia,8
which utilises standardised clinical assessment tools to
measure and benchmark patient reported outcomes.10 The

PCOC team is measuring and benchmarking patientreported outcome measures (PROMS) at individual patientlevel within 127 services across Australia, identifying the
need to improve aspects of services and achieving quality
improvement.7,11 Both the OACC and PCOC teams have
worked together, benefitting from each other’s
experiences.12
Specific outcomes are important for palliative care for
a variety of reasons: to improve quality of care,13 to demonstrate whether services are achieving their intended
goals,8 to establish the effectiveness and cost-effectiveness of care14; and to evaluate new services or interventions.15 Over the last few decades, there has been
extensive research into patient perspectives on the important domains in advanced disease,16–19 but relatively little
consensus-building about how to prioritise domains
among those working to introduce outcome measurement into routine palliative care practice. A further challenge in routine measurement is how to define the period
of time over which to measure outcomes, in order to compare patient-centred outcomes across services.4 The
Organisation for Economic Co-operation and Development (OECD)20 defines a time period as ‘the actual unit in
which the associated values are measured’. This consensus workshop therefore aimed to determine–from experts
working to implement outcomes measurement–which
domains of palliative care are most important for measurement of outcomes, and the optimal time period over
which these outcomes should be measured. This workshop was a joint endeavour between the OACC and PCOC.

Methods
Design
The workshop adopted a nominal group technique (NGT),
a highly structured method used for producing ideas and
identifying solutions within groups, with the intention of
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generating recommendations for best practice.21,22 This
method has been used recently, and successfully, to ask a
range of critical questions to experts (patients, families,
people from the public, and stakeholders) within a short
period of time.21–23 It is considered feasible for similar palliative care research questions.22–25

Identification of experts and eligibility for
participation
Participants were identified through OACC and PCOC networks, through authorship of the European White Paper
on Outcome Measurement,4 and through screening of
oral presentation titles for the 9th World Research
Congress of the EAPC 2016, where this workshop was
conducted. All participants had to be (1) working in palliative care (research and/or clinical) and (2) actively using
outcome measures or scientific publications about outcome measures.

Setting and participants
Potential participants were invited via email. Another
four participants received information through word of
mouth or expressed interest in outcome measurement to
the study team, and fulfilled eligibility criteria. The workshop was a closed session lasting approximately 90 min.
Participants were in groups of 6–10 in line with recommended sizes of focus groups, optimising facilitated discussion flow.21,26

Workshop preparation and conduct
The participants received and provided specific information before the NGT rating exercise to inform and develop
the considered questions. In advance of the workshop,
they were asked to provide information about outcome
measures and any tools currently used in their practice to
measure time periods. This information, plus literature
scoping, informed the potential domains presented and
considered in the workshop. Second, they received information about the process of NGT (Box 2) as well as the
critical questions to be addressed in the workshop (Box 1),
a week in advance via email. Two short 5-min presentations were held on the day to re-visit the questions under
consideration and reiterate the workshop aim to participants. The first presentation defined outcomes in the context of palliative care and reviewed possible domains to
be considered, including a collated list from participants
of all the outcome measures, plus details of all time periods for these domains currently in use internationally and
retrieved from the literature. The second presentation
covered practical examples of outcome measures, in
order to help define and clarify outcomes, and domains
for the purpose of this workshop. Participants were
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divided by geographical area and experience in palliative
care and outcome measures. Four groups were consequently formed (2 groups to answer question 1, and 2
groups to answer question 2).
Box 1. Two critical questions, each answered by two groups:
Question 1:
Do the outcomes presented to you cover the right domains
of palliative care; where are the gaps?
Question 2:
Are the outcomes presented to you measured in the right
time period or not?

Each group had a facilitator experienced in NGT, and
two scribes to capture the rationale for choices and narratives of the discussions. The steps taken by the groups in
answering question 1 or question 2 are outlined in Box 2.
Box 2. Steps during the workshop following the nominal group
technique:
1. Without discussion or conferring, the groups on each
table were asked to individually write down their top
five (rating from 1–5; 1 equals top) outcome domains or
preferred time period (according to which question they
were addressing).
2. Each participant then verbally shared their priorities and
explained their rationale in turn around the table.
3. The facilitator combined similar statements and removed
duplicates to facilitate discussion, presenting these back
to the group in refined form.
4. The group then discussed together (30 min) the rationale
and reasoning behind each individual’s choice, and
all domains/units were compared and contrasted in
discussion.
5. Without discussion or conferring further, every person in
the group was then asked to individually re-consider and
re-rank their top five outcome domains or defined time
periods again, writing this down on paper.
6. The facilitators then shared a brief summary from each
table with the floor.

The workshop concluded with a vote from each participant for their top outcome domain, indicating simply a
first and most important recommendation.

Analysis
Individual rankings of question 1, as described in Box 2 step
5, were transferred into an Excel spreadsheet for analysis.
Any outcome domains, ranked by participants as one of
their top five, was included in analysis. The weighted mean
score was calculated by adding the scores for each rank
(rank 1 = 5 points, rank 2 = 4 points, etc.) divided by the
number of participants in a group, so higher mean scores
represent higher ranking and choice among the expert
group. The findings from the second question (time period)
were analysed descriptively. Rationales and narratives for
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question 2, collected by two scribes, were analysed thematically on a semantic level. SdW collated and ordered
the data according to themes, in order to enable comparison of comments from participants. The reporting of the
qualitative aspects follows the Consolidated Criteria for
Reporting Qualitative Studies (see Appendix 1).27

Ethical considerations
As the workshop involved participation from professionals, ethical approval was sought in accordance with King’s
College London guidelines for research with professionals.
Ethical approval was received prior to the workshop (LRS15/16-2954). Written informed consent was gained from
all participants before the start of the workshop.
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Table 1. Characteristics of participants addressing question 1
and 2.
Characteristics of participants addressing question 1 (n = 16)
Years of experience
Years of experience in
in palliative care
outcome-measures
Mean
14.7 years
5.8 years
Median
16.5 years
4.25 years
Range
1–26 years
1–15 years
Missing
0
2
Characteristics of participants addressing question 2 (n = 17)
Years of experience
Years of experience in
in palliative care
outcome measures
Mean
10.9 years
6.4 years
Median
10 years
4.5 years
Range
2–20 years
0–20 years
Missing
2
1

Results
Demographics
The study team approached 50 experts, and received 29
positive replies confirming attendance, 11 apologies, 9
non-responders, and 1 ‘undeliverable’. Four additional
participants were included after they approached us
through ‘word of mouth’ or expressed interest. Altogether,
33 clinicians and researchers (22 female, 11 male) working in palliative care globally took part in the workshop.
They all came from different professional backgrounds
with medical doctors most prominent (n = 20) but also
nurses (n = 6) and others (statisticians and researchers
from the public health sector; n = 6) were represented. In
all, 30 participants were from European countries (GER = 7,
SWE = 2, UK = 8, BEL = 3, IRL = 4, ITA = 1, FRA = 1, NOR = 1,
DNK = 3), two participants were from Australia, and one
participant was from South Africa. A total of 16 participants answered question 1 and 17 participants answered
question 2. The experts answering question 1 had more
years of experience in palliative care (16.5 years’ experience (median)) than the experts answering question 2,
but were less experienced in using outcome measures
(4.25 years of experience using outcome measures
(median)) (Table 1).

The care quality of older patients was critical as participants discussed this as the biggest, emerging group in
need and therefore bespoke outcomes such as pain,
overall emotions (including loneliness etc.) would need
to be chosen wisely. In particular, participants were concerned that patient reported outcomes would not be
measured on a continuous basis because many older
people would not have a support network who could
help them complete measures at follow-up.

Step 4 of the NGT: individual re-ranking
after discussion
Participants felt that the outcomes presented covered
the right domains in palliative care, with an added outcome of ‘staff distress’ proposed by one participant.
Table 2 details the proposed outcome domains. The
highest domains–using weighted mean scores–comprised overall wellbeing and quality of life (2.75) and
pain and information needs had equal mean weighted
score (2.06).
Question 2: ‘are the outcomes presented to you measured in the right time period or not?’

Question 1: ‘do the outcomes presented to you cover the
right domains of palliative care? where are the gaps?’

Step 3 of the NGT: thematic analysis of
group discussion

Step 3 of the NGT: discussion in groups
following individual ranking exercise

The recommendation to use the palliative measure of
‘Phase of Illness’28 to capture and report the time period
over which change in health status occurred was discussed. Participants discussed continued education and
teaching for staff about the measure, to support consistency in its use. This was considered paramount in
order to overcome the cultural change within an organisation when beginning to measure ‘Phase of Illness’.

‘Overall wellbeing and quality of life’ was identified as the
most important domain. Participants recommended that
the patient and family are defined as the unit of care, and
participants stressed preferences from both patients and
families need to be listened to and acted upon as a priority.
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Table 2. Illustration of individual re-ranking after discussion: Preferred outcome domains of participants in question 1 (n = 16).
Category / Items

Participants 1–16

Overall wellbeing
Overall wellbeing and quality of life
Personal perception of wellbeing
Cognitive dysfunction
Physical wellbeing
Pain and pain reduction of two
points on a VAS/NRS 0–10
Breathlessness and Breathlessness
reduction of two points on a VAS/
NRS 0–10
Fatigue
Nausea and vomiting
Physical symptoms in general
Emotional Wellbeing
Overall emotions including
loneliness
Feeling safe in institution
Depression/psychological care
Social and Family Wellbeing
Family anxiety and wellbeing
Family carer burden
Social care
Relationship with family including
sharing feelings
Spiritual wellbeing
Feeling at peace
Information and preferences
Communication (feeling listened to,
shared decision making)
Place of care – choice of place of
care – treatment preferences
Information needs and preferences
(patient and family)
Adverse Events and Staff distress
Adverse events including
medication adherence and pressure
ulcer
Length of unstable phase
Timing and duration of intervention
Staff distress

P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11
3
3
5
5
5
5
5
5
4
P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11
5
5
5
5
5

Weighted
mean score a

5

4

P12 P13 P14 P15 P16
5
3
5
2.75
0.31
0.25
P12 P13 P14 P15 P16
4
5
4
2.06
4

5

5

1.18

5

4

1.13
0.18
1.68
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5
4
5
4
5
4
P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11 P12 P13 P14 P15 P16
5
5
4
5
4
5
1.75
4

0.25
3
4
0.43
P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11 P12 P13 P14 P15 P16
5
2
5
0.75
4
5
4
4
1.06
2
0.13
3
1
0.25
P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11 P12 P13 P14 P15 P16
2
2
0.25
P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11 P12 P13 P14 P15 P16
4
5
5
4
1.13
5

3

5

0.5
5

5

4

5

5

2

2

2.06

P1 P2 P3 P4 P5 P6 P7 P8 P9 P10 P11 P12 P13 P14 P15 P16
1
4
4
0.56
4

4

4

5

4
1

5

5

1.69
0.25
0.06

VAS: visual analog scale; NRS: numerical rating scale.
aRanks are weighted (rank 1 = 5 points, rank 2 = 4 points, rank 3 = 3 points etc.). The mean score is calculated by dividing the weighted sum with the
total number of participants (n = 16).

One participant felt education around ‘Phase of Illness’
needed to be consistent internationally as well:
Phase of Illness’ is good, if we have international agreement,
thorough and repeated training, and education on ‘Phase of
illness’. (Participant 1)

A lot of thinking surrounded the clinical context, as well as
the resources available to implement and use ‘Phase of
Illness’ successfully. The meaning of case-mix adjustment

was debated and then recommended to include as the
first step, in order to move towards the decision that
‘good quality care’ was being reflected in any outcome
measure findings. One participant related ‘Phase of
Illness’ together with the patients’ complexity:
‘Phase of Illness’ meets the individual patient situation on
complexity. Length of particular phases of illness would
need to be included (i.e. length of unstable phase).
(Participant 8)
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participants felt that ‘Phase of Illness’ was a good universal measure but some items under the domain ‘adverse
events’ (i.e. falls) were proposed to be used with a different measure; as ‘falls’ do not necessarily relate to the palliative care phase. An important suggestion was that
patient outcomes may be measured with different time
period measures, for instance, ‘last week of life’ instead
of ‘Phase of Illness’, according to which domain is considered (Table 3). One challenge raised for international
benchmarking was to ensure comparability in the time
period measure.

Recommendation on outcome domains by
all participants
Ranking of the top three outcome domains
After the floor discussion, participants were invited to
vote for their top outcome domain by a show of hands.
This vote showed consensus that, in order to attribute
outcomes to the care provided, ‘quality of life’ and ‘overall
wellbeing’ need to be measured continuously over each
period of care.

Discussion

Figure 1. Synthesis of comments in relation to question 2.

Participants illustrated using ‘Phase of Illness’ as the anchor
point, providing context about the acuity and urgency of
the patient’s needs, which then triggered ideas about how
to support clinical practice and compare the data between
services. One participant highlighted the ease of use of
‘Phase of Illness’ and the importance of the validation of
such a measure in the palliative care population:
To avoid positive and negative measures and to focus on
good assessments to help clinical practice with having
‘anchor points’ at start. (Participant 17)

Measuring the time period with the ‘Phase of Illness’ measure can be stated as a recommendation. However, the discussion around education, context, and consistency of its
use needs to be continued as shown in Figure 1.

Step 4 of the NGT: individual re-ranking
after discussion
Participants rated ‘Phase of Illness’ as the preferred time
period measure for the measurement of outcomes. Most

This workshop reached expert consensus from international and multi-disciplinary perspectives, on some of the
most important outcome domains in palliative care, with
the highest scores for patients’ and families’ quality of life
and overall wellbeing, pain, and information needs/preferences. This compliments and adds to existing evidence
from patients themselves about what is important to
them.19 With regard to the optimal timing of measurement, palliative ‘Phase of Illness’ was discussed as the
preferred measure for a time period–reflecting acuity and
urgency of care needs–but the appropriate period of time
for outcome measurement may vary according to the outcome domain being assessed.

Towards a uniform outcome measure
There was strong agreement among experts on which outcome measures should be used; implying the profession
and specialty is moving towards uniform outcome measurement. The expert group reported that domains of quality of life, overall wellbeing, cognitive dysfunction, physical
symptoms, emotional and psychological wellbeing, family
health, spiritual issues, and autonomy, information and
preferences were all important. This concurs with findings
from a systematic review of patient perspectives by
McCaffrey et al.,19 which found similarly that physical symptoms and function, emotional wellbeing, social domains,
spirituality, cognition, and preparation for death are all prioritised by those with advanced illness themselves.

VAS: visual analog scale; NRS: numerical rating scale.
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Length of time in unstable phase
Palliative care
Percentage of patients becoming
unstable once in receipt of palliative care
1

2

Adverse events (e.g. falls)

1

1

Most important symptom for patients

1

1

1

1

Requires clear guidance on time point of
measurement
‘Time period measure may change in line with the
symptom/problem.
Requires very clear guidelines regarding starting
and ending the time period.
Should be analysed together with symptom pain.
Experience measure to be included

Outcome measure is dependent on staff to
complete as patient not always able to report.

Difference in scores best visible in ‘Phase of Illness’
length.

Needs clear definition of starting and finish point of
measurement.
Pain needs to be controlled as soon as possible.
Distinction between palliative care and end-of-life
care.
Realistic and lower benchmark for fatigue (i.e. 70%)
Only applicable to end-of-life care. No
benchmarking feasible.

Over a period of high Comments
symptom severity
(VAS 0–10)

1

1

5

Over Episode
of symptom
occurrence

1
1

1

6

2

2

1
5

1

2

Over Last week
of life

1

1

Over End of Life
Care admission

7

3

5

7

6

7

Over ‘Phase of
Illness’

Sharing feelings with family
5
Family/carer problems
5
Practical problems
3
Quality of life (overall), information needs, treatment preferences, adverse events and length of phase
Quality of life
6
Information needs
1
Treatment preferences
1

Depression
Spiritual
Feeling at peace
Social
Family anxiety

1

After 72
hours

Agitation
Psychological
Anxiety

2

2

After 48
hours

1

2

After 24
hours

Fatigue
Death rattle

Breathless-ness

Symptom
Physical
Pain (Average pain < 3)

Time period

Table 3. Frequency table referring to preferred ‘time period’ reported by participant addressing question 2 (n = 17).
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Awareness by professionals of outcome measures has
changed since Dawson et al.29 found that PROMS are rarely
used in clinical healthcare settings. For instance, the use of
the Palliative care Outcome Scale (POS) and Support Team
Assessment Schedule (STAS) in different countries and settings was evident shortly after Dawson’s publication,30 and
increased over time as the result of translations to other
languages, as well as the introduction of use in non-cancer
palliative care patients according to a recent systematic
review.31 Experts stated clearly the importance of a multidimensional outcome measure (such as POS or Integrated
Palliative Care Outcome Scale (IPOS), European
Organisation for Research and Treatment of Cancer
(EORTC), or Edmonton Symptom Assessment System
(ESAS)) to elicit the individual needs of patients and their
families, and which follow recommendations from the
EAPC taskforce on outcome measures with regard to psychometric properties.4,32 Furthermore, it would help to
reduce reliance on process-based measures, as these
measures address patient-centred outcomes. Clark et al.33
stated that by embedding objective measurements of quality into routine practice before implementing outcome
measures, palliative care services risked relying on process
measures rather than PROMS and therefore were not considering patients’ needs and experiences. Interestingly,
this was congruent with our information sent to participants prior to the workshop, to gather information about
outcome measures in use. Many replied with a list of process-based measures, which were clarified with the participants at the beginning of the workshop.

Phase of illness is an emerging measure
about period of time
PCOC and OACC agreed on the same period of time measure throughout their projects, which is palliative ‘Phase of
Illness’34 reflecting palliative care phases of stable, deteriorating, unstable, and dying for patients and their families.8,28 A change in ‘Phase’ represents a change in the
person’s clinical condition and/or a change in the
patient’s/family well-being.28,34 Both changes lead to a
change in the patient’s care plan.
Prominent consistency and agreement among participants occurred, with the majority selecting ‘Phase of
Illness’ as the time period measure of choice. This result
may have been biased due to the founder of ‘Phase of
Illness’ and its development participating in the workshop.35 However, the palliative care ‘Phase of Illness’
embraces clinical needs without acknowledging the
patient’s diagnosis and prognosis. This makes it a very
useful and simple way to state the patient’s current situation, and therefore so appealing to the participants.7 The
unstable phase, was recommended as a potential quality
indicator by correlating the length of the unstable phase,
including the patient’s complexity (a shorter unstable

phase particularly reflects an improved outcome for
patients, as this enables better quality time, when time
may be limited). We recognise that ‘Phase of Illness’ needs
further research, particularly into validity and reliability in
a wider range of settings.36 However, our finding from the
expert group does imply some consensus on using a
measure – like ‘Phase of Illness’ – which reflects the acuity
and urgency of a patient’s needs.34
It was important to get as many experts as possible to
answer these questions by consensus. With the consensus method, challenges can be identified and best practice is discussed, with new directions to identify patients’
needs within a very short period of time.25 Hence, questions like these – which need answering from a clinical
and research context collaboratively – can be more usefully addressed using a consensus method.37

Limitations
This piece of research has several limitations. The major
limitation is this study did not have any patient and public
involvement advising on the most important outcome
domain despite its importance to improve the quality of
research.38 However, as discussed, there is some congruence of findings with priorities identified in a recent priority setting partnership39 and with prior evidence. Patients,
their families, and people from the public will be invited
when taking these findings to individual services.21 One
bias is the study sample, as we only invited experts in the
field of palliative care and outcome measurement, and
only those attending the 9th World Research Congress of
the European Association for Palliative Care 2016 could
attend. Importantly, a number had been involved in the
EAPC taskforce on outcome measures and initiatives such
as OACC and PCOC, which may have inhibited expression
of a broad spectrum of views or divergent and more critical views in the workshop. Finally, no clinical frontline staff
such as nurses, physiotherapists or chaplaincy, attended
this workshop because of the research focus on that
year’s EAPC congress.

Conclusion
The domains of ‘overall wellbeing/quality of life’, ‘pain’, and
‘information needs/ preferences’ are recommended for
regular measurement by palliative care clinicians and
researchers, with change in urgency and acuity of palliative
care needs – as measured by palliative ‘Phase of Illness’ –
proposed as the optimal time period over which to measure change in the domains. These experts felt that timing
should be determined by clinical presentation and acuity of
needs, not by fixed periods of time. Training in use of ‘Phase
of Illness’ and international adoption of these recommendations will help standardise approaches to using outcome
measures and improving the quality of palliative care.
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Appendix 1. Consolidated criteria for reporting qualitative studies (COREQ): 32-Item Checklist (Tong et al.27).
Domain 1: Research team and reflexivity
1. Interviewer
2. Credentials
3. Occupation
4. Gender
5. Experience and
training
6. Relationship with
participants
7. Participants
knowledge
8. Interviewer
characteristics

SdW, MD, CJE, FM facilitated the discussion on the tables (1 table each).
MSc Palliative Care, BScN Hons, PhD – Senior lecturer, Reader – Senior lecturer, Professors.
Researcher in palliative care, part time clinicians
All female
CJE, FM, KE and IJH have substantial research experience. They are all senior lecturers teaching
research methods, while conducting their own cutting edge research in palliative care. SdW, MD, SP,
and FW are students of the senior authors above, closely supervised throughout the conduct of this
study. All authors have academic credentials.
A relationship has been established via email prior to conducting this
workshop.
All participants have been informed about the seniority and goal of the researchers in a formal letter
sent by email.
Assumption and potential bias with regards to phase of illness
measurement tool (founder was part of the research team and present in the room) is addressed in
the paper.
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Appendix 1. (Continued)
Domain 2: study design
9. Methodological
orientation and
Theory
10. Sampling

11. M
 ethod of approach
12. S ample size
13. Non-participation
14. S etting of data
collection
15. P
 resence of nonparticipants
16. D
 escription of
sample
17. Interview guide
18. R
 epeat interviews
19. Audio/visual
recording
20. F ield notes
21. Duration
22. D
 ata saturation
23. T ranscripts returned

The method of conduct of this workshop was an adapted nominal group technique. Documentation
from scribes were analysed thematically.
It was a mixture of purposive and snowball sampling. We invited experts in the field and those
we were unable to reach via email, for example, heard from others and asked us if they could
participate.
Sampling is well described in the paper.
Participants were approached via email.
33 Palliative Care clinicians and researchers
11 apologised, 9 non-responders, one email was not delivered, and four additional participants were
included as they approached us and fulfilled the inclusion criteria.
The workshop was conducted at the 9th World Research Congress of the EAPC in 2016.
We had help from administrative members of staff of which 2 were present, looking after the wellbeing of participants.
Important characteristics of the sample are years of experience in palliative care and outcome
measures, as the research question asked for an opinion based on experience.
The four facilitators were following the steps to conduct the workshop on each table as outlined in
Box 2 in the paper.
No repeat interviews were carried out as they were not appropriate.
No audio or visual recordings were used for data collection.
No field notes were taken, however scribes were assigned to document the conversations at each
table in detail.
The duration of the workshop was 90 min including two presentations at the beginning.
Participants were given time to discuss their point of views in detail. The facilitator made sure
that all the inputs were discussed and the participants had no others to propose (see outline of
discussion in Box 2).
Transcripts from facilitators, participants, and scribes were collected at the end of the workshop for
thematic analysis.

Domain 3: analysis and findings
24. N
 umber of data
coders
25. D
 escription of the
coding tree
26. D
 erivation of themes
27. Software
28. P
 articipant checking
29. Quotations
presented
30. D
 ata findings
consistent
31. C
 larity of major
themes
32. C
 larity of minor
themes

SdW coded the data – there was no second coder but the codes and analysis were circulated among
the authors for accuracy checking.
Not appropriate as the codes supported one question as described in
the analysis section.
Themes were derived from the data originating from the discussion.
Not applicable
No participant checking occurred, see also point number 24.
Quotations are presented in the manuscript to illustrate the theme including participant number.
Yes, we tried to present the data consistent with the findings.
Major themes are presented in Figure 1 as well as in words and repeated in the conclusion.
Yes, minor themes are presented as well, particular with regards to the time period of when to
measure outcome domains.

